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There is an urgent need for palliative care specialists in MS -Commentary
Vincent de Groot
In the vast amount of scientific literature on multiple sclerosis (MS), remarkably little has been written about palliative care (PC) in MS. According to the World Health Organization (WHO), PC is an approach that improves the quality of life of patients (adults and children) and their families who are facing problems associated with life-threatening illness. It prevents and relieves suffering through the early identification, correct assessment and treatment of pain, and other problems, whether physical, psychosocial, or spiritual. The WHO estimates that only a small portion of people who need PC are actually receiving it and argues that a major barrier to improving access to PC is lack of training of health professionals. 1 In addition, it is expected that more people will need PC. 2 These issues probably apply to MS as well. With respect to PC, patients with MS have a wish for truthful and competent communication about end-of-life decisions, advanced care planning and wish to hasten death, and several unmet needs regarding PC. [3] [4] [5] [6] However, health professionals in MS often do not feel competent to offer PC. [7] [8] [9] Although both issues signal a problem with PC in MS, exact numbers on how often PC is actually needed in MS are lacking. Nevertheless, given the need for PC of at least a certain amount of the patients with MS and the lack of PC competencies in at least a part of the health professionals, the quality of the relationship between the patient and the health professional could be inadvertently reduced in this final and precarious stage of MS.
Therefore, the first issue that needs to be resolved is to whom and when to introduce PC in MS. Vanopdenbosch and Cambron argue that PC should be limited to the terminal phase, that is, the final months of live, 10 whereas Solari and Pucci argue that PC should start much earlier, that is, when questions about tube-feeding or tracheostomy arise. 11 Since patients with MS with severe disability may suffer from several problems for a prolonged period of time and still have a life expectancy that amply exceeds a few months, an earlier start of PC seems justified in these cases. Future research should try to identify factors that help to predict which and when patients with MS are most likely to benefit from PC, because not all, and hopefully a decreasing number of patients will develop problems that need PC.
The second issue regards where and by whom PC should be provided, and thus to what extent differentiated PC services are needed. According to Vanopdenbosch and Cambron, the cause of death is comparable to frail elderly and many patients with MS die in elderly care facilities. This raises the question whether the PC needs are specific to MS. Although this does not mean that providing PC is not important, it may determine how PC services should be organized. Because every health professional working with MS can be confronted with PC needs, one may argue that they should at least be willing and feeling comfortable to talk about these needs to ensure that the patient feels heard. Subsequently, appropriate referrals should be possible depending on the complexity of the PC needs and the local organization. The complexity of the problems encountered determines which competencies are needed to address them; in certain cases specialist PC may be required, because of the combination and complexity of problems that may occur in severe MS. The foregoing suggests that research should study in more detail which patient and caregiver, competencies of the health professional and regional organizational factors are most important for optimal PC provision. 12 In sum, part of the patients with MS have currently unmet needs regarding PC that deserve to be addressed by competent health professionals. However, it is unlikely that optimal PC provision will be a one-sizefits-all solution; PC will very likely be organized differently depending on local and patient-specific circumstances.
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